Abstract The purpose of this study was to explore perceptions of subjective burden among Latino family members providing care for a loved one with schizophrenia. Data were collected from outpatient community mental health centers and featured 64 Latino family members who were primarily Spanish speaking and of Mexican origin. We used qualitative methods to examine subjective burden based on an open section of the Family Burden Interview Schedule. Five salient themes emerged capturing family members' subjective burden experience: (a) interpersonal family relationships, (b) emotional and physical health, (c) loss of role expectations, (d) religion and spirituality, and (e) stigma. Overall, findings illustrated that families perceived numerous challenges in their caregiving. Implications for research and practice among Latino family members are discussed.
Introduction
As a serious mental disorder affecting 1.1 % of the population, schizophrenia can cause profound functional and social impairments that negatively affect consumer and family well-being (U.S. Department of Health and Human Services 2009). Due to the impact of the illness, many consumers rely on family for various forms of support, including emotional, financial, and illness management (Awad and Voruganti 2008; Desai et al. 2013) . Although providing direct tangible and emotional support may enhance the lives of consumers, it may also contribute to negative outcomes for families (Awad and Voruganti 2008; Gater et al. 2014; Maurin and Boyd 1990) . A recent study found that when compared to families not caring for a family member with schizophrenia, those caring for a loved one with the illness were at greater risk of mental health and substance abuse disorders (DeVylder and Lukens 2013) . Indeed, caring for a loved one with schizophrenia is often an overwhelming experience for family members and can contribute to burden.
The move from institutional care to community-based settings in the 1950s prompted many families to assume caregiving roles for family members with schizophrenia (Hatfield 1987; Maurin and Boyd 1990) . Early researchers recognized that caring for a loved one with schizophrenia could pose unique challenges for families that may be conducive to greater burden. As such, there was interest in understanding and defining these caregiving challenges. In particular, Hoenig and Hamilton's (1966) conceptualization of burden as composed of objective and subjective domains due to caregiving has influenced our current operationalization of this construct. Objective burden represents concrete factors affecting family life, such as financial difficulties and disruption of family activities. Subjective burden refers to perceptions or emotional reactions such as depression that individuals experience in relation to their caregiving. Although most measures examining burden have used Hoenig and Hamilton's (1966) conceptualization of objective and subjective domains, several researchers have called for a more nuanced understanding of this multifaceted construct due to the potential lack of clarity when operationalizing these domains (Awad and Voruganti 2008; Gater et al. 2014; Maurin and Boyd 1990) . One way to enhance our understanding of burden is by examining caregiver perspectives to shed light on family members' salient caregiving experiences (Schulze and Rössler 2005) and inform treatment strategies that address family needs and strengths.
Subjective experiences may be especially important given research findings indicating that subjective burden may be difficult to manage due to the deleterious effects it can have on caregivers' emotional and physical well-being (Breitborde et al. 2009; Breitborde et al. 2010; Magaña et al. 2007; Maurin and Boyd 1990) . Obtaining family perspectives on burden experiences may improve our understanding of caregiving among underserved groups such as Latinos. Such knowledge is critical considering that Latinos with serious mental illness are more likely than other groups to live with their family (Barrio et al. 2003; Guarnaccia 1998; Ramírez García et al. 2009 ).
In line with the stress and coping literature, family members' appraisals of caregiving stressors may influence their perceptions of burden (Lazarus and Folkman 1984) . These appraisals are highly related to cultural beliefs regarding the caregiving role, responsibilities, and use of coping mechanisms (Barrio et al. 2011; Guarnaccia et al. 1992; Jenkins and Schumacher 1999; Saldaña et al. 1999 ). For instance, Latino families often report low levels of burden, as evidenced in a study examining hope and objective burden among low-acculturated family members caring for a loved one with schizophrenia that found family members generally reported low levels of objective burden despite probable caregiving strain (Hernandez et al. 2013 ). Moreover, Latino families are frequently characterized as close knit and supportive-values exemplified in collectivist cultures (Barrio 2000) . However, it is important to consider that Latinos are not a monolithic group; therefore, such levels of support may not be present in all Latino family systems given the wide within-group heterogeneity. There are substantial differences within and between Latino groups related to factors such as level of acculturation, country of origin, migration experiences, socioeconomic, and regional differences that may affect the level of adherence to cultural norms (Guarnaccia et al. 2007 ). Such diversity may not only contribute to differences in adherence to cultural beliefs, but may also play a role in mental health service use .
Studies have found that responsibilities associated with caregiving usually fall on one individual who may have little support from other family members (Marquez and Ramírez García 2011) . Limited social support may lead to feelings of isolation and consequently increase caregivers' perception of burden (Magliano et al. 2005) . In addition, Latino families may struggle with low levels of education, poor English language skills, and stigma, which may impede access to needed resources and treatment (Magaña et al. 2007) . Despite these challenges, Latino families may be culturally compelled to provide ongoing care to their loved ones, placing these families at greater risk of increased burden.
The purpose of this qualitative study was to expand our understanding of subjective burden among primarily Spanish-speaking Latino family members of Mexican origin residing in Southern California. Specifically, we were interested in exploring how Latino families caring for a loved one with schizophrenia perceived caregiving responsibilities and how they conceptualized subjective burden.
Methods

Sample
Data came from a controlled multifamily group intervention development study with Latino family members caring for a relative diagnosed with schizophrenia (Barrio and Yamada 2010) . Sixty-four participants were enrolled in the study from outpatient community mental health centers directly operated by the County Department of Mental Health. Study criteria included: (a) diagnosis of a schizophrenia spectrum disorder as defined in the DSM-IV (American Psychiatric Association 2000); (b) at least 18 years old; (c) no substance use or abuse disorder; (d) currently receiving medication support; and (e) living or maintaining contact on a weekly basis with a family member. Bilingual-bicultural research assistants contacted eligible consumers and asked them to participate in the study. If consumers provided permission, a key family member was identified and asked to participate in the study.
Family members primarily spoke Spanish and most were of Mexican origin (n = 52, 81 %). The majority of family members (n = 55, 92 %) fell in the very or mostly Mexican acculturation group using the Acculturation Rating Scale for Mexican-Americans (Cuellar et al. 1980 ). In addition, most consumers (n = 59, 92 %) lived with their family and had an average length of illness of 12.78 years (SD = 11.75). Table 1 provides additional information on key family member demographic characteristics.
Study Procedures
As reported elsewhere (Barrio and Yamada 2010; Hernandez et al. 2013) , data were collected by trained bilingual-bicultural interviewers in each participant's preferred language. Most family member interviews were conducted in Spanish (n = 57, 89 %). Interviews took place at the community mental health center or at the family member's home based on stated preference. The affiliated university's institutional review board approved all study procedures.
Family members participated in three separate assessments examining key clinical and functional outcomes, including family burden. To examine subjective burden, data were collected from key family members using the open-ended section of the Family Burden Interview Schedule (FBIS; Pai and Kapur 1981) . The FBIS not only includes items examining objective burden but also contains an open-ended section addressing subjective burden. The open section asks family members, ''In what other ways has the family suffered as a result of family member's illness?'' Researchers adapted the FBIS in a previous study with a family sample of Latinos of Mexican origin (Kopelowicz et al. 2003) .
Research interviewers administered the FBIS as part of the study protocol during each interview. Interviewers recorded participant responses to the open-ended section verbatim. Two bilingual-bicultural team members, also of Mexican origin, translated the responses in Spanish to English.
Analysis
We used a grounded theory approach (Glaser and Strauss 1967; Strauss and Corbin 1990) to analyze the data. This approach allowed for examination of burden among Latino family members of individuals with schizophrenia with the purpose of developing a greater conceptual understanding to enable theoretical formulation in this critical area of mental health research. Given that burden among Latino family members of individuals with schizophrenia has been understudied, grounded theory methods can provide a richer link to the data and study population through an inductive framework that allows for flexibility in the analysis process (Glaser and Strauss 1967; Padgett 2008) .
Our substantial clinical and research experience with Latino populations and our bilingual and bicultural backgrounds facilitated the analysis process, making it possible to recognize cultural nuances present in the data. Open coding analysis entailed line-by-line reading of participant data by two team members. After independent coding of a subset of interviews, the team members discussed emerging findings and reached consensus on codes to begin the development of a codebook, which guided the coding process and improved dependability. The team members coded the remaining interviews and compared and further synthesized codes. Throughout the analysis process, team members examined co-occurrence of codes and used ongoing comparative analysis, memo writing, and discussion to reach a final consensus on themes and subthemes (Charmaz 2014) . Data were sorted and coded using the qualitative software program ATLAS.ti, version 7.
Results
We identified five salient themes addressing perceptions of subjective burden among all study participants: (a) interpersonal family relationships, (b) effect on caregiver emotional and physical health, (c) loss of role expectations, (d) use of religion and spirituality to cope with the illness, and (e) stigma. Figure 1 provides a schematic layout of the salient themes and associated relationships that emerged from this examination of subjective burden.
Interpersonal Family Relationships
Participants generally said they considered the effect on their interpersonal relationships as the most challenging aspect of the illness. Most of these difficulties arose due to consumer behavior related to the illness. Families noted how arguments and verbal and physical altercations created a negative family environment that affected the quality of family relationships. A family member noted, ''Our family 
Emotional and Physical Health
The stress on interpersonal relationships often led families to encounter emotional or physical health issues, or both. For instance, several family members expressed their burden as an emotional experience, commonly describing feelings of depression or deep sadness. A family member stated, ''I also feel depression-I have cried, I have felt sadness for seeing him like this.'' Some families also described physical health problems that they attributed to stressors linked to their caregiving responsibilities. One family member said, ''High blood pressure … at times I feel a pain in my chest. I know that it is due to the sadness that I have, the pressure.'' It was also common for family members to describe exhaustion and stress as a response to their caregiving role. Stress and frustration were particularly present during the initial phase of the illness, when family members were confused about the consumer's symptoms and behavioral changes. A family member described this time as ''a very drastic thing.'' Family members usually did not know what was happening to their loved one when symptoms first appeared, leading to feelings of apprehension and fear. A family member noted, ''It was only at the beginning, not knowing, not having knowledge about the illness, the shock for what was happening.'' Some family members described their continued vigilance for possible relapse and subsequent stress. One participant said family members are most affected, ''Just when he relapses, trying to be there for him showing support. Just worrying about him and trying to be there. When he's well, try to make sure he stays well.''
Loss of Role Expectations
Many family members expressed the sense of loss that they felt due to their loved one's illness. A family member said, ''I feel like my son is dead because he's not the same person anymore.'' Many family members said they had adjusted their expectations for their loved ones and were coming to terms with their new role as a caregiver for their adult child. Some participants described mourning for what could have been and the loss of potential achievement for their loved one's future.
Moreover, some family members believed that the illness would make it difficult for consumers to meet social roles and expectations considered important, such as obtaining an education and having their own family. This sentiment was best expressed by one family member who said, ''He always liked to study and he had to leave it. Only the sorrow, that one cannot do anything … that he cannot continue studying nor have his own family.'' For some families, perceptions regarding role expectations were especially difficult because they questioned their loved one's capacity for independence and self-care in the future.
Religion and Spirituality
Families often drew on their religious and spiritual beliefs and practices when discussing their perceptions of burden, Conceptualizing her loved one's illness as a test may ease some of the emotional burden for this mother as the key caregiver. At the same time, it may prevent her from seeking support to address possible caregiving stressors.
Stigma
Negative comments and actions toward consumers and family members were also connected to burden. One mother said, ''One feels rejected by society as if it were a crime to have a child like this.'' Family members described how stigma toward mental illness resulted in a lack of support and understanding from others, including extended family members. A mother said, ''At times one can feel bad. Sometimes I feel isolated. My married daughter, well, her husband … I feel he rejects my son. He sees him as a danger.'' The experience of stigma by family members may contribute to feelings of isolation and limit their sources of social support. Another family member expressed the negative perceptions of her extended family regarding her husband's illness. She said, ''The rejection of the family, not my children, but my extended family. My family, they say he is crazy and tease him. His family criticizes me that I have a spell on him and keep him sick.'' It appears that this family member struggled with her extended family members' criticisms and beliefs regarding illness causation, which may contribute to increased burden.
Discussion
Few studies have examined subjective burden among Latino family members caring for a loved one with schizophrenia. As such, our study makes an important contribution to the field of mental health research. In particular, our use of qualitative methods allowed us to explore the perspectives of Latino family members, gaining a richer understanding of the process and possible effects of caregiving burden. Such understanding is needed to develop a conceptual framework that includes cultural contexts. Moreover, due to cultural views on caregiving, burden may be a sensitive topic that standardized measures may not fully capture (Saldaña et al. 1999) ; therefore, our qualitative approach provided greater depth to this area of research. The cultural context is an important component of the caregiving experience. For instance, consumers in our study overwhelmingly lived with their family members and as previously mentioned, this living situation is common among low-acculturated Latino consumers with serious mental illness. For instance, in a multicultural community sample of family members caring for a loved one with serious mental illness, Latino consumers were more likely to live with their family (78 %) when compared to African Americans (59 %) and European Americans (31 %; Guarnaccia and Parra 1996) . Living situation has been found to contribute to increased burden (Maurin and Boyd 1990; Schulze and Rössler 2005) , including subjective burden (Solomon and Draine 1995) . In addition, when considering sociocultural factors such as low English language proficiency and lack of familiarity with the mental health system, low-acculturated Latino family caregivers may experience additional burden (Magaña et al. 2007) . Therefore, although Latinos may share similar subjective burden experiences with other ethnocultural groups, their level of direct caregiving and involvement with their loved one may add another layer of burden that may be inadvertently missed or disregarded.
Our findings suggest that family members experience subjective burden at many levels. In this study, these concerns primarily centered on interpersonal family relationships and emotional and physical effects on caregivers. In addition, social expectations regarding role functioning and stigma further contributed to burden, whereas religion and spirituality served as a coping mechanism but also a possible deterrent to seeking professional support. Overall, our findings and those of other studies that have included participants from diverse racial and ethnic groups (Smith et al. 2014 ) underscore the critical role of the cultural context in caregiving. Family relationships are a salient component of Latino culture, and caregivers identified difficulties in interpersonal family relationships as their major source of subjective burden. Similarly, in their study examining family members of individuals with schizophrenia, Weisman, Rosales, Kymalainen, and Armesto (2005) found that family cohesion was associated with better psychosocial functioning among Latinos and African Americans but not European American family members. Latinos and other groups that share strong cultural values of interdependence often view their family relationships as important to their own well-being and may place family needs above individual needs. Difficulty in these relationships has the potential to create strain among family members and lead to burden (Suro and Weisman de Mamani 2013) .
In addition, our findings indicate that schizophrenia symptoms contribute to problematic behaviors that affect family relationships. Family members described disruptive behaviors associated with positive symptoms as the most difficult to manage. They also struggled with understanding consumers' lack of interest in engaging with others, an issue possibly related to negative symptoms. Findings have been mixed regarding which symptoms cause more distress for caregivers, with some studies indicating that positive symptoms are more severe (Grandón et al. 2008; Magaña et al. 2007 ) and others suggesting that negative symptoms have a greater impact on interpersonal relationships (Roick et al. 2006 ). Our findings suggest that both positive and negative symptoms of the illness influence family relationships. Severity of symptoms may be more important than the types of symptoms (Awad and Voruganti 2008) .
Psychological distress including depression has been reported among Latino caregivers (Gutiérrez-Maldonado et al. 2005; Magaña et al. 2007 ) and caregivers from other racial and ethnic groups (Gater et al. 2014 ). In our study, family members noted that caregiving was an emotional experience. Using the term emotional to refer to how families view their experience with their loved one's illness conveys feelings associated with depression. Family members who described an emotional or physical response to their caregiving generally expressed depression, worry, and frustration. Similar findings were seen in a recent study examining caregivers of individuals with schizophrenia in which more than half of the sample was African American (Gater et al. 2014) , suggesting that psychological distress is a common experience for caregivers. In the present study, psychological distress was more prominent during the initial phase of the illness. Studies have found that the early phase of the illness can be especially intense (Martens and Addington 2001) and in some cases traumatic (Barton and Jackson 2008) for caregivers as they learn about the diagnosis and illness management (Karp and Tanarugsachock 2000) .
Family members also struggled with feelings of loss related to diminished aspirations for their loved one's future. Schizophrenia can negatively affect the normative tasks associated with an individual's life course, such as having a career and marriage (Stein and Wemmerus 2001) . Family members, particularly parents, may react by expressing a deep sense of loss and grief (Richardson et al. 2011; Rose et al. 2006) related to the effects of the illness, as noted by a participant in our study who said she felt she had lost her son. The grief experienced by family members can be a potential risk factor for psychological distress, including depression and burden (Chen and Lukens 2011) . Moreover, Latino families may be at greater risk due to cultural expectations regarding marriage and family (Landale and Oropesa 2007) , which may create additional stress related to beliefs regarding consumers' inability to fulfill these social roles.
Similar to other research (Guarnaccia et al. 1992; Murray-Swank et al. 2006; Rammohan et al. 2002; Weisman et al. 2003) , some participants in our study used religion and spirituality to cope with their caregiving responsibilities. It appears that religion and spirituality helped families make sense of and come to terms with their loved one's illness. For some families, it provided a framework to help them understand the challenges they experienced as caregivers. Perceiving caregiving challenges as a religious or spiritual test made difficult situations easier to handle for these families. However, the potential for dismissing these challenges and not seeking support may eventually lead to greater distress. As such, more research is needed to improve our understanding of the relationship between religion and spirituality and caregiving.
Several studies examining burden among family members caring for a loved one with schizophrenia identified stigma as a major concern that affects both families and consumers (González-Torres et al. 2007; Larson and Corrigan 2008; Struening et al. 2001) . Similarly, families in this study expressed burden due to experiences with stigma. These experiences included instances in which individuals considered consumers dangerous or blamed family members for causing the illness. Negative comments and behaviors from others, including extended family members, created feelings of rejection and shame and further contributed to emotional distress among caregivers. These feelings of rejection indicate that families may experience social isolation that can add to their subjective burden (Karnieli-Miller et al. 2013; Larson and Corrigan 2008) . Although caregivers may subscribe to strong views on family interdependence, they may experience limited support from their extended family and therefore be vulnerable to increased burden (Hackethal et al. 2013 ).
Limitations and Future Directions
Our study highlighted subjective burden experiences among Latino families of Mexican origin caring for a loved one with schizophrenia. Along with these strengths, it is important to note several limitations. First, because burden is a multidimensional construct, it is not possible to explore all its facets with a brief open-ended section. Despite this limitation, our qualitative methods and use of bilingual and bicultural research interviewers in particular may have facilitated participants' disclosure of burden, which may be a difficult topic for families to discuss given cultural views on caregiving (Grandón et al. 2008; Guarnaccia and Parra 1996) . Furthermore, previous studies using well-established measures have reported low levels of burden among Latino caregivers (Grandón et al. 2008; Hernandez et al. 2013; Kopelowicz et al. 2003) . Specifically, a previous study (Hernandez et al. 2013 ) using the same sample of study participants found that caregivers generally reported low objective burden. Other studies (Suro and Weisman de Mamani 2013) have found that concrete factors of caregiving associated with objective burden influence caregiver reports of subjective burden. However, low levels of objective burden as seen in a previous study (Hernandez et al. 2013) did not appear to affect how families reported their subjective burden experiences. Such findings further underscore the value of qualitative methods in our current study in terms of allowing a deeper examination of the different cultural dimensions of burden.
Second, the average length of illness among consumers was 12.78 years, indicating that most family members had been providing care to their loved ones for at least several years. Future studies may consider including length of illness as a factor in examining subjective burden, especially in view of our finding that family members regarded the initial phase of the illness as the most challenging. Third, given our study parameters focusing on subjective burden, we were not able to include other positive aspects of caregiving. However, we recognize that caring for a family member with schizophrenia can be rewarding, as reported in various studies (Bauer et al. 2012; Heru 2000; Hsiao and Tsai 2014; Veltman et al. 2002; Zauszniewski et al. 2010) . Consequently, further research examining caregiving should consider incorporating a multidimensional perspective that allows for different components of the caregiving experience, including benefits and strengths. Fourth, our study participants were primarily Spanish speaking and of Mexican origin; therefore, findings may not be generalizable to other Latinos. As previously noted, Latinos are a heterogeneous group and as such, there may be diversity in how different Latino subgroups experience burden. However, our sample was recruited from a community mental health setting and our findings may provide insights into the caregiver experience for family members of consumers in similar settings.
Finally, because our sample did not include other racial or ethnic groups, we were not able to compare our findings with other groups and thereby examine the unique Latino caregiving experience. Studies examining burden among caregivers of individuals with schizophrenia have found similar themes to those presented in the current study. It is important to remember, however, that because Latinos with serious mental illness are more likely to live with their family compared to other groups, examining the Latino caregiver perspective is critical to understanding possible burden and other caregiving needs that may be present in this underserved group. Therefore, although our study's findings present themes that other groups may share, they nevertheless highlight the unique nuances that Latino family members and specifically Mexican-origin family members may experience as caregivers.
Conclusion
Based on our findings, it is important for practitioners to explore caregiving challenges that may contribute to burden among Latino family members. In particular, interpersonal family relationships and their effect on caregiver emotional and physical health are important areas to consider. Additionally, it would be beneficial to consider other relevant factors such as loss of role expectations, religion and spirituality, and stigma. Creating an accepting and nonjudgmental environment (Barrio and Dixon 2012 ) may facilitate communication between providers and family members and allow families to express the challenges and rewards associated with the caregiving experience. Such openness may also contribute to changes in health policy to ensure greater recognition of families as important resources in the lives of individuals with schizophrenia (Schulze and Rössler 2005) .
Taken together, our findings have important implications for mental health research and practice. Numerous studies have examined the positive effects of psychoeducation as an evidence-based treatment for consumer and family well-being (Dixon et al. 2010; Lucksted et al. 2012 ), yet these interventions are not always available in community mental health settings (Dixon et al. 1999; Lucksted et al. 2012 ). Furthermore, it may be even more challenging for monolingual Spanish-speaking Latinos to receive these services. Factors such as language may affect knowledge of treatment resources or availability of bilingual staff members, and issues with transportation and stigma may further prevent these families from receiving needed services (Barrio et al. 2008 (Barrio et al. , 2011 . Providers should also consider that although many Latinos value a strong family orientation and interdependence, these families may experience limited social support and be at risk of burden.
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